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Oth8rOpembleDefect8.w IhapsthBt88bE?pFOU98dthi8PPaming, 

~.ebainrm,weaaybeabletorrpcMy~the~tive~~~tofthat 

titleand paymoreattentiantctbepllovisimoftmmtamtfor8wh infant8. 



1muureyouuill8greetl78tan.gapanarmt -zvY@udle88of‘tb8~ff 

~~politioalpartylnay~~tatthstwi8prirrrilpooaatrnsd 

-:tith--the-ion ofhsalth mdmDdiu8l cam, not 8baltui~ldinR it. 

~,~tpointofviaw~~~by~~tRsrgiaa~t~~in - _ 
-anApri130- inwhichtlicFre8identi~Wboththe 

3lt~anathesscFeQryofmtbandEananservioestoexerci~~ 

tbeirauthorities toWomeFederal laws tbatprohibitdi8criminationa@n8t 

tbeh8ndi~. president~tool48pecialaoteofssotian5oJ+ofthe 

-Rehabilitation ht Of 19?3,UhiCh (aad f Quote f'r'~n the &88id8!&'8 

mmmrandm> "fOrbldsrecipient8ofFad8ral fmds frcmuitbh~lding fran 

hEUldiC8pped CitiZWl8, Sill@5 bl%?8UW .thCtJ’ - handim, 8ny bpaefit OP 

se2ltioetbat~d~~ilybeplwidtdto~witbaithandioaps." The 

Aasidentnotedthattslelaw8pecifiaallyapplitsto~i~andother 

providers Of mth 8W'Viot8 lleoeiving Fsderal esSi8tanoe." 

‘Ihe clo8ing piam&%@ OfthC?~idUlt'S- - 4p the pOliCy Of this 

Admini8tI'&iOKlPS@U'dinglW3diCEiloWC!fOrbendicappediXlfiEUlt8. 



Ihe~i&Xlt'8h8tr'lK!tionStithc Dbpartaent'SbtiOetOibalth~ 

Bovih wme a result of a moently uide4ly publiciz8d oawmmoe in uhich a 

tl8ndicapped newborn infant, called Wlfant Doe,” m8 alland to die. 



The basic prAr&le in thio came is tht Ehe child w8m 8llmed to-'alIe bemuse aoaeone 

ilmewde ihe~udgeoaent-that the child's lifeu88~0tuorthlivlag.Ilt. Ch8lnnan, Ic8n 

es~ure you tbt ihere.is no w8y to o8eBs or to estSm8te’tbe I.Q. or the potentm 

of 8 Down Syndrome child at the time of that child's birth. But ulmtever the degree 

ok-ret8r&tion & de, thid hoadicap.is aever 8 justlfic8tion for witholding treat- 

ment. 

In 8ll &es of eeophgurl 8treoi8, corrective 8urge-q ie indicated 8ad is m8rly 

dlwnys l cceooful. fa my own experience, I did not loom 8 full term baby in the 

1-t e2ght yrare that I WPE 8 surgeon and rmy eurviml rate for premature babies was 

88%. I do not me811 to minimize the difficulty for the mrgeon, the uuciety for 

' the prrento, or the diecomfort of the prrtient. These are 8ll fadli8r to me, OS 

I wao &mong the firot fo perform such 8n operation nearly 35 year8 8go and since 

then nrg collm'gues and I biwe done some 475 procedures. g8ch came was special. 

But efter recovery, theme babies were oil 8ble to t8ke nourishment by mouth. 

Mr. chairman, just 8058n snide, let me ray that one of the benefltn of being 8 

6%ye8r-oldvpedi8tric surgeon is that now rrpd then I meet SOPK toll, good-looking 

manorwoman, full of life 8nd health, vhm I bad firat met 86 8 newborn lyhg 

on my operrting t8ble, otruggling vith 8n eaophge8l 8trerlr or mother condition, 

which MID 8ucca8ofully corrected. 



mdiCillUddSanothcrXKWlif~~~to~~~i~ li8t 

ofVictorie8. HQloandmorethanpahicopti~~apaniagup,gi~ 

phy8ioian8 greater oppoamitie8, in tb waYl8 of 'the mppocratic oath, %o 

help tire 8iCk aoccyrdirrg t0 l@'ability and $K@Wt, bUt ZIeVeZ' With CI VieWto- 

InJury and wrangdoing." 

Inothsrn#lds,*.cbainMl, tOF8tUrDtOthei88U!!befOX-UBthi8laoaning, 

tbpX'Of4XSSiCXUklmasdiOdtqusstiCX1PODedbyt;be bPthofadhabledinfanti8 

-canwe tmatthi8 baby,8avei& lifeand improVe it8 pOte2Itialquality 

of 1ifeF The tiidsnt'8 awmOmmm 8nd wr Dspartnent'b IkOtiCe t0 

~ViCk!'8,OU@lttObe~inthi8 WCltcxt,cW hdioOrtingthegovsnrmSnt'8 

~f~tbeprovi8i~Of--notthewithholdiagOf--~tf~ 

disabled infants. In this r'e8pfSt, 8n enligfrtansd gol?mmmtbecane8the 

MturalallyofanligManedmedical pPaetic!e. 

inf8ntit88lf. !?maKl,t2xm!i8 theroleofthe fmllilyoftheinfmt, the 

~e~-~~ibltf~e&~t~aginthsfi~tplaoe. 



praanUy~faPesmeaolnedioalaolutiontoa~ or an arlawpmid‘ -_--. 
child. Thefirstla sane-headedtwin;thsm,a childulthvlrtuallynp 

lhpIotianfng~atall. Inthwe - tht -18 18 M Ol!Wly and 

m8rciful death by natuml atme& l!bX98XWK,8CMEbll4Bd~C~UE!8" 

poemible and interventimmntld ma'elyprolargthepatient'8prctas8 of dying. 

&E Of !'btulle'S error8 are sxtraardinary and fri~tening...but mture al80 

harthekimhe88totakethcmaway. For8uchinf8nt8,neithermedicinenor 

lawcanbeofany help. AMmithermadicineorlawsbould prola~gthese 

-b-of-me* IucUdprernmetht~unf-tesxoeptions 

~ncttb~~Ofthi8~t~'8iXltWW8t. 

In mot-t instanctro, however, the courae of treatment lo quite clear. The vast 

majority of di8abled Infant8 are within the realm of treatment. Moreover, Mr. 

Cbairpra, I believe there Is one 'bottom line" in all theaa cameo and it is 

-that you feed the patient - eftber orally or intravenously. Indeed, in the case 

Of IPfurt Doe, the f8ct that Sour-t w&6 tieheld prob8bly did more than 

8nyotber8ingle fact to mhockthemedical profearionaml the gener8l public. 

M q& ..w ?m-B .wt,4at anyone'c mphwin On tha lO8t difficult 

Cuan dl8tract our 8ttention from the b8oic prisciple‘rkhat vu mtmt not dlecrim- 

&we agakuit lmndic8pped lnfmto. . . 



let me 8qgp38t zmmeral principles that acme ~icians have fomd u8efM when 

thcyWlf&Jtltthe kind8 Of 8ituatiCXl8W38RBdi-im: 

Fimt, tb phy81018n mmt knm? a great de8l abalt tb idbXlt’8 di8888e proce88 

ar disabling amditiar. Ib8Ci~apadnsdiCineOmtiaUe tWWO~~,thi818 

an ever-grawlng responsibility and requires tbnt the phy8icim8 nust have 

greEit IuKJuledge about and e%perienM with the lmian in qmstion. 

seamd, 'the p4y8ioi8n ha8 to IaKlw a8 plch a8 pas8ible about the patient. 



Fmrth, phjmiciw shald be extru=Q cQutiou8in~8nygu888e8a8to 

trm *qMlitjr of life” the patient will ultimw aQ$y. l& fraQJ=t&y b”” 

abaolutely~tsayof pmdicting?.mihapggoramrtora&iosa~prryk 

at 8me p&t dwn tb road in hi8 Q‘ bar life. mm ta8k for the PbgrsiCi-F 18 

to bb whatever pcssibie a0 that the paticrnt am enJoy to the hllest whtever 

he or 8he ultimately detemines 18 "QiralitJL" 

-‘~.~~,I~dtzlgt~~klD~~ofthssearsssthat~~~ 

8tucty. ‘he first aspect 1 hape mt di8cucmed and its focus 18 directly upon 

theinihntandthE+infZElt'SlBdi~ caditiC#L IheOthW88peOtconoefns the 

type of oupport the Anfant'e family io:given by the physician, the hoopital 

and the community. 

I would like to eug&eet certain principles which, if followed, will enable 

those who c8re for 8 handicapped child to work better with the family to 8ChieVe 

the greatest pqoslble benefits for the child. Baving followed theme prlncl- 

pies, I can 8loo tell you that I have never had 8 patient or 8 parent tell me 

that they viehad I had not saved their life or that of their child. And I can 

aloe tell you that many of theme children suffered conditions that I, personally, 

w&d have found difficult to bear. 



Pirst,thphgsiCi8HU8t8itdOW!lUiththtfblEi~~and -gothroueh 

- the ~twe Of the infant'8 UOnditim, What the nedid 8Xperissl0e with 8uch a 

T oaaditiui -has Insn 30 f8r, what kind8 of things 08x1 be dabe immdiately, and -. - 
uh8ttheoptiwmaybelateran. 

second, wre phy8ician Mt be f8mili8r with and uaderaw the natural 

msponms of parents to the dirsablsd naubam...ttair feelings of sadness, 

guilt,anger,evenof~. lIlt!!~tsuillbe --the 

&ad@wnta of their neighbors and friends. Iherefore, the phy8ici8n represents 

mtcmlyapedicaloare- buttheoutsidemrldasmll. 

Third, the phy8ici8n mrrt dcsmMtmtethattheparent8areMededa8p8rtner8 

inthe~-ofa#iioaloaFaandthat,f~adisabled~tSustssf~a 

“noxmtl* ohild, tbre 18 ju8t 110 8Ub8titute for loViE& Oar- parsnts. 

~~,~the-Of8up(KlstgrowS,the~t8Wi~~w#le 

oentrally involved and more oaupetent to owe ror their child and for 

tbllsellm8, too. 



Fifth3 ~ici~~hoepitalamtsttakcapoeitive,aoti~rolcin~~ing 

the~~andtheohildlinksdupvithavai~~sooialmd~oaisuppOrt 

-8 in the W88Mity. &&&Uity Of 08XW and total 08IW 18 .Ifiglarlmnt for 

Eupatisnts - it 123 oritioal for infant8 with a disability. Bnd aboveall 

the re8pm8iblephy8icirmnmmthave thcmind setand nnnan(tmnttoa88ure the 

icaoilytbatheorshewiU.bean~~~fartheirchildandfartheparsnts. 

F--Y, *. -9 Iuanttocammdyouforholdingthi8 h88ring8nd for 

-WI ,mngm88ionalattenti~mthi8~tandaalplexi88ue. 3 

~believethatthep8opleofourcomtryb8ve cmamtmted~tly~tbou 

~th8ya!"eaboUt~ting~oaringf~~bllbie8,~e88 

of uhetbr t&y 8m "perfect", whatever that'mmn8. _ -_- 





We 8ll met work together to emeble thore who care for the &me-than-perfect 

&born to c&tinue their remarkable uoxk. The mat compelling opportunity 

is for our government and our natfon'r ludero - An all fielde am3 at all 

level0 ii to reaffirm o& national comltmeat to providing compamiorute &-high 

high quali~~medlc& care for all ciur Ratfon’e children. The Resident and 

Secretary Schweiker have done that end as the Surgeon General I ampleaeed 

to do so again today. 

--The& you, .%. ahairman. Ms. Dotem has a l hort l tatement deocrib%ng the 

activities of the Office of Civil Rlghte and then rhe and I will be happy to 

-er queotiono. 


